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FOREWORD

Judged by the conments of those who attended, the Institute on Ment al
Deficiency was truly successful. The physicians attending the Institute were
stimulated to give serious thought to the problemof nental deficiency. W
are sure that they have comunicated information gained at the Institute to
their colleagues in their home areas. W believe that a pattern has been set

for future Institutes in other areas.

W wish to express our gratitude to the National Institute of Mental
Health for its generous support of the Institute. In particular the coopera-
tion, interest, and hel pful suggestions of Senior Surgeon Seymour D. Vestermark,
Chi ef, Training and Standards Branch, National Institute of Mental Health,
U S. Public Health Service, Bethesde, Maryland, is acknow edged with appre-
ci ation.

The success of the Institute was in large measure due to the contri-
butions of the faculty of the Institute and to the physicians who attended it.

For each of them attending the Institute meant taking time from other pressing

duties and responsibilities.

— Robert B. Howard, MD.,- Drector
Department of Continuation Medical
Educati on
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| NTROOUCTI ON

The problens of the nentally retarded and their families has, in a
conparatively short tine, beconme a problemof I|ocal, state, and national con-
cern. This has developed in large neasure by the action of local, state, and
nati onal parent organi zations whi ch have sought to assure better understandi ng
and nmore adequate provision for this large group in our population which has
too long been neglected. Hardly a day goes by that one does not read in the
daily paper or in many of our magazines a story about interest and activity
in this area. Currently, major legislation is pending in our Congress and in
many state legislatures in the interests of the nentally retarded and their
fam lies.

Since nmental retardation is a nedical problem it is essential for the
physician to beconme aware not only of the current devel opnents taking pl ace,
but also of his role and responsibility in this inportant area of nedical prac-
tice. It is a nedical problem in which rightfully the physician can and shoul d
assunme a significant role. This has not been the case to date, though there
are indications of developing interest by many physicians.

In an effort to stimulate the interest of a group of physicians in
the upper m dwest, an Institute on Mental Deficiency for Physicians was held
at the University of Mnnesota Center for Continuation Study February 2-4, 1956
It was the first such institute to be arranged by the Departnent of Conti nu-
ation Medical Education of the Medical School. It was made possible by a sup-
porting grant fromthe National Institute of Mental Health.

It's main purposes was to provide an opportunity for a small group of
representative physicians from the Upper Mdwest to becone acquainted with the

devel opnents in the field, the many problens intrinsic to it, and to stinulate



interest in the many possibilities which exist for the physician to increase
his effectiveness in dealing with them The group assenbled, thirty in num
ber, canme from Nebraska, lowa, North and South Dakota, Wsconsin, and M nne-
sot a.

Represented was the Northwest Pediatric Society, The Acadenies of Gen-
eral Practice in the upper Mdwest, and the obstetrical societies. I ncl uded
al so were several nedical educators.

Since the Institute was to be for two and one-half days, the plan of
operation provided for a maxi mum of group discussion led by physicians em nent
in the field. After the first morning, which was devoted to a presentation
of the problemand the parents' point of view, but one talk was given at the
start of each norning and afternoon session. The remainder of the day was de-
voted to free discussion in small groups with a final short report session at
the close of each day. A final summary session was held the last hour on Sat-
urday norning.

The plan of providing anple time for small group discussion did nmuch
to stimulate the interest of everyone and to help clarify some of the issues
i nvol ved.

We, who helped to arrange this first institute, were gratified at the
ent husi astic response of the physicians who attended. Anply denonstrated was
the sinple fact that physicians are vitally interested in the nentally retarded.

This brief summary is presented in the hope it nmay serve to remind the
participants of the course of two and a half pleasant days spent together. It
is also hoped that others may find it useful in furthering the interest of phy-

sicians everywhere in the problens of the nentally retarded.

-- Reynold A. Jensen, M D.
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A STATEMENT OF THE PROBLEM ON MENTAL RETARDATI ON

Ceorge Tarjan, M D

During the next two and a half days, we will hear excellent pre-
sentations on specific problens in nmental retardation. W wll also have an
opportunity in the workshop sessions to share with each other our experiences
and thereby learn nore about the care of these patients. | would like to
spend ny allotted time in discussing sone of the overall issues that confront
the physician when he approaches this diagnostic entity.

One may best start out by an attenpt to define the nature and the
extent of mental retardation in a given population such as that of the United
States. The extent of the problemcould not be spelled out wthout first de-
fining the nature of the issue at hand. This focuses our attention on the
need to have a clear and concise definition of nmental retardation. Unfortu-
nately there is at the present tine no generally accepted delineation of this
condition. Different definitions can be found in the various books on educa-
tion, psychol ogy, and social work. Even nedical authors vary in their sug-
gested definitions. Simlarly, statute books, changing fromtime to tine,
vary greatly fromstate to state. The differences anong the definitions of
the various disciplines are even greater.

For the purposes of this presentation and so as to help the under-
standi ng of some characteristics of our subject group, | would like to offer
the following definition: Mental deficiency is a chronic condition that is
present at birth or starts during the devel opnental years and ultinmately
interferes with the adaptation of the individual to the problens of his daily
living. | wll use the terns nental retardation and nental deficiency inter-
changeably. Though this definition can justly be criticized, | think it wll

Serve our purpose.



May | call your attention to sone inportant points in the de-
finition. "Chronic" inplies that the condition does not change rapidly. It
also inmplies that it is not conpletely unalterable. | consider this fact of
i mportance because we find more and nmore cases where, with our present dia-
gnostic tools, a "correct" diagnosis of mental deficiency is made, but where
significant inprovement is obtained after careful nanagenment of the case.

Thi s concept also helps in the elimnation of the previously nihilistic thera-
peutic attitude which is neither productive nor correct in today's light. "Dev-
el opnental vyears'® are usually considered to be frombirth to the age of 16.

The condition interferes with the adaptation of the personality to
the "problems nmet in day-to-day living." The plurality of "problens"' should
be enphasized so as to exclude from the diagnostic group so-called single synp-
tom abnormalities often seen in children. Reading, witing, or arithmetical
disabilities, even learning disability, as a whole, though at times indications
and synmptons of nental deficiency, in thenselves do not establish the diagnosis.
There are many children with such disabilities who are not nmentally deficient.
Simlarly, difficulty in adaptation to the requirenments of social nores also
may be part of the syndronme of nmental retardation, but in itself may nean a
personality disorder rather than mental deficiency. Attention should be call-
ed to the inportance of the word "his," so as to avoid diagnosing a patient
8S being mentally deficient by standards applicable only to a different social
setting than his own.

May | point out that | have not included in ny definition any refer-
ence to the "IQ" Inpaired intelligence and its mathematical expression on a
specific test is an inportant manifestation of mental deficiency. Categoriza-
tion of human beings by this nunmerical term however, is of very limted

practical value and is wought with inaccuracies. Traditionally, people had



been di agnosed as nentally deficient because their 1Qs were below a predetern n-
ed cutoff point. The nost comonly used cutoff point was 65 or 70, depending up-
on the test used. Rigid adherence to such concept may label a patient with this
di agnosis on the basis of rather insignificant and often infinitesinmal difference
between him and the next person on the distribution curve.

The location of the predeterm ned cutoff point also conpletely alters
the preval ence rate of the condition. Limts established at 65 or 70 would |ike-
ly incorporate about 1 to 2 per cent of the population in our diagnostic group,
whereas a linmt recently suggested by the American Psychiatric Association ( 1Q 85)
woul d increase the nunber to 16 per cent. Anmong the detrinental results of our
over-reliance on 1Q should be nentioned a tendency to identify nentally retarded
individuals sinply by their 1Q Mich nore inportant aspects of their personali -
ties become forgotten, and they are viewed as if they were nothing but a "living
Q" It would never occur to any of us to identify brilliant people by their
measurabl e level of intelligence rather than by the production of their bril-
liance. Nor would we think about two people as if they were at all alike just
because both have an 1Q of 158. Unfortunately, the nmentally retarded have often
been considered as if they had no other characteristics but that which is express-
ed in their 1Q

For some tine it was thought that the 1Q represented a stable character-
istic of the personality. W know today that intelligence as measured on any test
varies greatly, particularly so in the mldly retarded. It is not at all uncom.
non that suppression of 1Q is followed by rather rapid rises. W should not
think of the 1Q as anything but the nunerical expression of success or failure
at a given time by a certain individual on a specific test.

VWhen maki ng the di agnosis of mental deficiency, we ought to view the
individual as a total personality whose pathology is characterized by an early

inability to neet the stresses of daily living on a chronically consistent basis.



The extent of our problem could best be expressed by the preval ence
of this condition. Mst conservative estimtes using the nmost rigid criteria
pl ace this prevalence at 1 per cent. This frequency rate has been found to
vary at different age levels and is highest in early adol escence.

The extent of nental retardation could also be viewed by exam ning
the frequency with which nmental deficiency occurs anong the newborn. This is
a difficult task to acconplish as children would have to be exam ned inmedi -
ately after birth; but only few types of nental deficiency can be readily
di agnosed at that age. Conservative retrospective studies, however, point out
that about 3 per cent of the newborn will be considered sonmetinme during their
life span as being nentally deficient.

Having so exami ned the nature and extent of our problem let us now
study a representative sanple of the nentally deficient. This could nost
easily be done by assuming that we are looking at a sanple conposed of 100 pa-
tients. In the sanple every type, every degree of severity, every age group,
and every causative agent of mental deficiency is proportionately represented.

What would we see? W would notice that both sexes are present but
that the mal es outnunber the fenales.

Several factors could account for this fact. Tinme does not allow ne
to go into the details. W would also notice that the age distribution of our
sanple Idiffers fromthat of the general population. W would find that though
all ages are represented there are very few infants, that there is a preponder-
ance of young adol escents with a dimnished representation of adults, parti-
cularly the aged. This is because many people diagnosed as nentally defic-
ient in adol escence are no longer so identified in adulthood and al so because
the life expectancy of the nmentally deficient group as a whole is less than

that of the average popul ation.



Probably to our surprise we would find that the physical appearance
of nost is no different fromthat of others with conspicuous somatic signs
present only in sone 15 to 20 per cent. Anmong those with specific somatic
signs, we would find the m crocephalics, the hydrocephalics, those with other
cranial anomalies, the nmongoloids, etc. W would notice that alnmost all the
intents show sone typical physical abnormalities pointing out that the diagnos-
is in infancy is difficult w thout the help of physical findings. Anmong the
adul ts abnormal physical characteristics would be rare because the life expect-
ancy of those patients with physical signs is shorter even if conpared to other
nmental defectives.

In examining the severity of their condition, instead of categorizing
themby 1Q let us group them by sinpler and nore practical criteria. W find
that about 5 per cent of our sanple is retarded to such an extent that they
requi re soneone's hel ping protection at all times; otherw se they cannot sur-
vive. They cannot differentiate between danger and safety; they cannot separ-
ate edible fromnnon-edible; they are unable to satisfy even their mninma
hygi eni c needs; they are not toilet-trained; they have no concept of oral or
ot her personal hygiene; on their own they cannot protect thenselves from ex-
posure to dangerous climatic conditions; and cannot verbally comunicate their
needs. They are as dependent as average children under the age of two. They
represent the nost severely retarded group. Their life expectancy is the short-
est, anong them physical characteristics are nost common, and superi nposed
handi caps are mobst preval ent.

About 20 per cent of the group are sonewhat nore self-reliant. They
can protect thenselves better; they know their basic hygienic and other needs
and can conmmuni cate themin a sinple |anguage to others. In a sheltered environ-
ment and under proper guidance, they can learn many tasks and contribute to

their own and to their community's welfare in a limted fashion. They are the



noderately retarded or the sem -dependent group requiring primarily a somewhat
sheltered environment. Their difficulties becone self-evident when they are
call ed upon to comruni cate by symbols, when they are asked to recogni ze the
meani ng of printed words, to understand figures, or to express thenmselves in a
witten |anguage

8y far the largest number, about 75 per cent of the total, have much
greater capacities. They are the mildly retarded or the sem -independent.
They can comuni cate reasonably well even by means of synbols. They can learn
productive tasks though of sonewhat sinple nature. They can acconplish the
ordinary chores of daily living; however, their difficulties becone evident
when called upon to think in abstractions. During prolonged periods of their
lives, they remain indistinguishable fromothers, but during periods of stress,
unl ess skillfully supported, they falter. In our sanple we find very few of
this group among the young children because the first stress period that calls
our attention to themis their entrance into schools. In this competitive set-
ting where learning ability is at high premium they are nost likely to fail.
This is the tine when their diagnosis is generally established. Stress recurs
to a lesser extent during sexual maturation, entrance into enployment or the

mlitary, marriage, and parenthood.

Let us now exami ne our sanple nmore closely. W wll find that super-
i nposed physical abnormalities of a congenital or acquired nature such as con-
genital hearts, cerebral palsy, epilepsy, etc., occur with greater frequency
than in the average popul ation

A cl ose review of each case, with the hope that an accurate etiol ogi-
cal diagnosis can be made, would soon point out that only in a small percentage
can we pinpoint a specific causative agent such as a given infection, a certain
trauma, or a known node of inheritance. In an additional nunber of cases
physi cal characteristics and mental retardation can give us at |east a good

combi ned, though synptomatic diagnosis; for instance, in cases with crania



anomies, in nongolism etc. In some others clear evidence of the affects of
psychol ogi cal conplications nmay be found, and this fact gives us better under-
standing of the total picture. |In the largest percentage of the cases, how
ever, the best diagnosis which we can make is nental deficiency —undiffer-
entiated,® meaning that our etiological understanding of the case is quite
[imted.

Havi ng becone acquainted with these basic characteristics of the sub-
jects of our study, we ought now to focus our attention upon their environment,
particularly because it exerts a great influence on their growh and devel opnent.
The nmentally retarded child is first a child and only secondarily deviant from
others. Environmental factors which influence other children have an inportant
bearing upon them too. The retarded child comes from an environment which may
have been identical to others "prior" to his birth. His arrival, however, Iike-
ly altered this nost inportant environmental unit, the famly. The parents,
enotionally influenced by his retardation, then further influence his personal -
ity growth. In the nolding of our future patient, this interplay is of great

i mportance.

Inour cultural setting intellectual normalcy or brilliance is a very
i nportant expectation of a child. The birth of a retarded child is one of the
nost severe traumas to parents. Their observed reaction patterns have severa

conmon characteristics. An early attitude may briefly be described as foll ows:

"This could not have happened to me! It really didn't! My child is not re-
tarded!™ A long trek of diagnostic shopping' begins, aimed toward finding a
physician who will | agree with the parents' denial of the facts. The physician

who matter-of-factly gives his correct diagnosis is often considered unquali -
fied, rude, or inhuman.
Wth good professional guidance sooner, without it later, the tragic

facts becone sel f-evident. In retrospect, previously consulted physicians are



again often unjustly blamed. They are accused of "not having said" what was
really "not absorbed by the parents."” The diagnosis of the last physician is
finally accepted, and at this noment the "therapeutic shopping" starts. A
search is on, at first for a somatic cure. The financial resources of the
famly are exhausted in hope of finding a tablet, a hornone, or a diet which
could restore their child to normalcy. Having failed, they then search for
psychol ogi cal cures, only to be disappointed again.

A phase of ''fault finding" then begins. Someone must bear the guilt
for the tragedy. Obstetricians, pediatricians, other physicians, social agen-
cies, are high on the list of suspected culprits. Not even the nmarital partner
and his ancestry are spared. This phase is at times followed by a period of
crusade. It is society as a whole which seenms unfair and unjust. From these
crusades of parents has grown inportant progress in the field of nmental retarda-
tion. Wen finally all facts are understood and accepted in a realistic fash-
ion, the parents can look upon the issues with objectivity and make stable and
lasting plans for their child.

It is inportant; for the physician to understand these devel opments
and noverents in the thinking and feeling of the parent because one cannot
deal with the retarded child wi thout concurrently dealing with his famly.

Each alteration in parental attitude brings with it a new hope, a new expecta-
tion, always to be followed by new di sappoi ntnents. Each phase of hope brings
with it over-protection, each disappointment carries the danger of rejection.
An understandi ng of these dynamic forces can substantially hel p a physician

in his treatment of the total famly problem

Matters are further conplicated by the role of grandparents, friends,
and nei ghbors. Planning for the retarded requires an understandi ng of al
these forces including those th8t work in the comunity where the patient |ives

The availability of good conmunity progranms can nake a physician's job nuch



easier. The lack of health, educational, recreational, spiritual,and vocational
progranms can make his job in helping the famly alnmost hopeless.

W will hear about these aspects in greater detail in succeeding |ec-
tures. The last inportant point" towhich I want to call your attention is that
role of the physician which really begins after the establishnment of the diagno-
sis. Al too often we are inclined to consider our contributions closed to a
patient when an accurate end explicit diagnosis of mental deficiency has been
made. Al too often we leave the famly with but one alternative —insti-
tutionalization. This is not a universally applicable and generally pal atable
medi cation. Interpretation of the meaning of the diagnosis, assistance to the
famly during its nost serious emotional turmoil, help to the parents in their
crucial period of adjustment, and in long-term planning for a child's life is
-what determne good nedical practice in mental retardation. Until we have dis-
covered methods of prevention, our services in this field will remain one that
enbodi es closest the concepts of good famly medicine. it is not only the patho-
logy which deserves the attention of the physician, it Is the total living unit
with its inter-acting environment that deserves the close attention of the practi-

tioner.



PARENTS' PRESENTATI ON

Dr. Jensen;

For the bal ance of the morning, we are going to hear fromthree par-
ents each with a nentally retarded child. They will tell the story of their ex-
peri ences as they searched for solutions to their problems. As far as can be
ascertai ned, such a presentation has not been made to a group of physicians.
These parents, | amsure we will find, have worked through their difficulties
and di sappointments in a nost remarkable manner. \Wen invited to participate
in our program each one expressed not only a willingness' to be with us, but
wel comed the opportunity to neet with us. Wen they have finished, they wll
be glad to discuss questions which any of us nay have.

Their presentations are their own. While it is true, we had a short
nmeeting last week, the only suggestion which was made to themwas that they tell
their story in their owmn way in a direct, straightforward manner. In the course
of their talks, it may be that we shall be somewhat unconfortable, since we may
see some of our errors in retrospect. However, in the interest of gaining a
keener appreciation of what we, as physicians, can do in helping parents nore
effectively in the future, they will tell us their experiences.

Cur first speaker is Ms. Robert Gunderson, who has a child who is not
only retarded, but has convul sive seizures in addition. At the present tine, M.

and Mrs. Qunderson are active in the M nneapolis Association for the Retarded.

Mrs. Gunder son;

I would like to say how much | enjoyed Dr. Tarjan, who has ably defined
the various phases we parents go through in our struggles. Qur retarded girl is
age nine. The cause or causes of her retardation are rather indeterm nate.

Several contributing factors our obstetrician and pediatrician have considered



to explain the cause of her brain danage are the RH factor, a long labor with
high forceps delivery, and a severe Bartholin gland infection which was present
during the pregnancy. At the age of three nonths, she had her first grand nal
sei zures followng a DPT shot. The seizures lasted 20 to 30 m nutes and was
foll owed by several hours of sem -consciousness. Oher seizures occurred every
one to two weeks with petit mal seizures al so. Phenobarbital was prescribed,
and it was suggested we have our well water tested. Qur physician seened to
feel there was nothing basically wong. Since the seizures persisted, we felt
that this doctor had not adequately handl ed our problem W consulted another
physi ci an, who, after reviewing the case, sent us to a neurologist. At this
doctor's suggestion, x-rays were made and an el ectroencephal ogram done. The
findi ngs suggested abnormalities on the left side, and the diagnosis of a possible
brain tumor or blood clot was made. | can't describe our anxiety and how nuch
we hoped for sone nmiracul ous cure. The most difficult part of our problemas
parents of retarded children is to stand by and watch our children go through
so much and not be able to help as we would like to. However, the results of
the bilateral trephining operation and air study was only that scar tissue was
found to be present. W were stunned and wondered where we would turn next.
Qur pediatrician was wonderful to us during this tine and gave us much needed
hel p end counsel. Her seizures continued to be frequent and severe and becane
nore of a problemas she began to wal k. She was continually falling down end
into things. During a period of just a few weeks, she required frequent stitches
for lacerations in different parts of her face end around her eyes. For this
reason, a succession of drugs —dilantin, tridione, phenobarbitol —were tried
and discontinued. Finally, masantoin and nebarol were found to give the best
results.

Up to this tine, we had not realized our daugter was retarded, although

we were beginning to note her devel opment was far below that of other children



of her age. W seened to be driven by the idea that by continuous searching we
would find a definite cause which could be treated, end everything would be al
right. During a particularly trying time for us, our pediatrician was drafted
intomlitary service. He was going through a difficult time of his own, of
course, and no doubt felt a little inadequate to help us. Before leaving for
service, he told ne our daughter would never be able to go to school, and we
shoul d consider institutionalization. Needless to say, | was very upset and
felt | had been put on the "spot" to tell ny husband. M/ reaction was one of

i mediate rejection of the whole idea. W just refused to accept his diagnosis.
In our despair, we turned to University Hospitals, which was a turning point in
our problem W felt we received excellent counseling both nedically and psy-
chologically here. The doctor who hel ped us nost had specialized in convulsive
di sorders. Although after study of our daughter's case, he couldn't keep her as
hi s patient, he reconmended another pediatrician to us. W started keeping a
daily chart of everything concerning her habits and reactions, but particularly
of the seizures, hoping to find sone correlation. W found only that they seem
ed to followa pattern or cycle with the seizures nore severe at times, |essen-
ing at other times. Some days she had hundreds of petit mal seizures and was in
a confused state, unable to dress or eat or continue any thought through for

any length of time. W continued to search for a drug which would control her
seizures. Finally, phenurone was prescribed and tried with no better results.
After a period of time, certain personality changes occurred, and her coordina-

tion was very poor.

One one occasion, she devel oped status epilepticus. This continued
for approximately an hour and a half before we finally got help froma nei ghbor
a neurol ogi st who gave her a hypo under our doctor's direction. Gadually, we
put her back on mebarol, which had previously given the best results. Fromthat

tine on, the seizures have been under better control. W were thankful, but as



we |look back, we wonder how nmuch brain danage we coul d have spared her, had the
sei zures been controllable earlier, and whether it mght have nodified her re-
tardation to any degree,

VWhen she reached school age, we were aware of her limtations. She
tested about 56 at the age of five and had a vocabul ary of about 25 words. Her
sei zures seemed fairly well controlled, though one day out of every five or six
she would be in a confused state for several hours in the forenoon from the con-
tinual petit mat seizures. Qur concern now was her education. W set about to
do what we could to find other famlies in our comunity with the sane problem
and to try to get special classes started. it was a slow procedure. W were
fortunate enough to get her into a special class in Hopkins, and this year we
have our own class in Richfield. Retesting each year indicates inprovenent in
the use of her abilities.

In conclusion, | would like to say we have, as a whole, received good
counseling from the various doctors we have consulted. Always they stressed
the fact that our child needed great |ove and understandi ng, wthout over-,
protection, and that we nust give her the security of our affection and a hap-
py, serene environnent. Wk, as parents, needed this encouragenent end the
assurance we were capable of fulfilling this need.. Qur child has given purpose
and direction to our lives; end though we have had sone sorrow and di sappoi nt-
ment, we have had great satisfaction from seeing the progress she has nade.

But our greatest joy is the progress being nade every day in the whole field
of the nentally retarded. | personally am so happy to see the interest shown
by you physicians here today. And | should like to comrend the nedical profes-
sion for its growing interest in problens of nental retardation and for their
efforts in the area of counseling and guidance. This we parents greatly need.
W want so nuch to increase our know edge of the field and to help others to
do likewise. Each effort nade today to help a child will ease the heartache

for those to follow



Dr. Jensen:

Thank you very nuch, Ms. Gunderson.

Ms. Monson, who has a daughter who is nmentally retarded, is now going
to tell us her story. As with the experience of Ms. Gunderson, you will note
a good many sinmilarities in her experience. M. and Mrs. Mnson reached a
solution to their problemin a different way, which she will tell you about.

As with M. and Ms. Cunderson, M, and Ms. Mnson are active in the M nne-
apol i s Association for the Retarded. Myre inportant, however, is the fact that
Ms. Monson has beconme so interested in the education of nentally retarded chil -
dren that she is now a teacher of special education in the M nneapolis Public
School system She is putting her experience to good use, not only with the
children in her classes, but alsowith their parents. | nention this, since

it illustrates how parents who have worked through their problems do find ways
and neans of passing on to others sonme of the things which have been gai ned
through the struggle that has been resolved. W are very glad that you are

here, Mrs. Mbonson.

M's. Monson;

I would like to say first that our case is rather extrene and conpli -
cated. It is extrene because of the very nature of the handicaps of our
daught er and perhaps because of the nature of her parents.

Thirteen years ago when our daughter was born, we were living in
another state in a small town in a rural area. It was the hone county of ny
husband. Upon graduation fromcoll ege, he had returned to the county seat as
a high school teacher and later as principal of the high school. He resigned
and went to law school. He became an attorney, and we returned to this town
where he started law practice.

| shall relate what happened in our attenpts to find an accurate

di agnosi s of our daughter. And you're going to hear, Dr. Tarjan, a nighty good



exanmpl e of diagnostic "shopping around."”

The labor and birth were long and difficult and when she came, she was
quite bl ue. I mredi ately our baby was given oxygen and placed in an incubator.
It was soon noticed that she had nuch difficulty in swallow ng and so feeding
was a very great problem After being exam ned and determ ned that she had no
physi cal mal formation, the nurses and doctor suggested that we take our daughter
horme on the fifth day wherewewoul d have nore tinme to work with her during the
feedi ng periods. Upon arrival home, our concern was to keep her alive. It was
a matter of feeding her each hour around the clock

At the end of two-nonths, ny husband came home for a short furlough,

It was during the war. W took our baby to a pediatrician in the city because
she still had swallowing difficulty and cried much of the tine. The pediatri-
cian was extrenely busy. W waited for a long tine for our appointment. He
exanmi ned her briefly, pounded his first on the table on which she was |ying

and when she nmade no response to the poundi ng noise, he turned to me, and |
guote: "You do not have a nervous baby. I think she is developing slowy
emotionally." | did not quite know what this neant, but he was busy and had to
go on into the next roomto see the next child. W went hone not know ng

whet her to feel happy or unhappy.

However, at about four nobnths she began to develop at a sonewhat sat-
isfactory rate to us and did develop into a beautiful child. At about one year
of age, | woke up to the fact one day that she was not responding to words that
| said to her. She sinply was not understanding. | well knew what her brother
who was just one year ol der, had understood at one year. Again ny husband cane
home, and | persuaded himto go again to the city to see a different pediatric-
ian. This doctor was a very warm and understanding man. He end the nurses
took our little daughter, who was not wal king at 15 nonths, and exam ned her for

several mnutes. Wen he returned to us carrying our little daughter, he said,



"Wiy would you think there is anything wong with this little girl? Certainly
not hing could be wong with a baby so beautiful. She will walk and talk." Then
he told us that, in his opinion, this slowness in devel oping was due to diffi-
cult birth but that she would catch up with herself in tine. This nmade us feel
better.

However, we were still concerned that she did not understand speech
VW decided that perhaps it was because she night be deaf or hard of hearing so
we tried various little hone-nade tests. The results appeared to be inconsist-
ent. She did not walk until she was 22 nmonths old. Her poor coordination woul d
have been observed, | think, by anyone.

At the age of three, our county nurse and personal friend, came to us
and offered to take us to a clinic in a city because she felt the child was
deaf. Wen we arrived at the clinic, we had a long, tiring wait after a I|ong,
tiring, warmdrive. The baby cried and screaned and becanme frustrated and upset.
After a long tine, soneone called for the baby and nme, leaving ny husband in the
wai ting room Inside the small, closet-like room nmny daughter was placed on a
hard table. A lady doctor cane—a large, formal person who appeared far renoved
fromour troubles. The baby continued to cry during a brief exam nation of a
few mi nutes. Then the doctor said to me, "Your daughter has not devel oped as
she should. | do not believe she will ever be a normal person. | do not be-
live she will ever develop sufficiently to attend school." That was a horrible

experience for me. After saying that she left imediately to go to the next

patient, | was forced to find ny way back to the waiting room and | found it
very, very difficult to relate to ny husband what she had said. It shouldn't
have been, so, but for sone reason | had a terrific, alnost undescribable fear

of telling him her diagnosis. Wen w related this finding to the county nurse,
she disagreed. She then nmade a second appointnent for us -- this tine to see a

neurologist in the city.



At the second appointnent, | first related the conplete history to an
intern. | think | was honest in telling everything. My husband and | were
both called into the exami nation roomw th our daughter. The neurol ogi st canme
in. | amsure he had previously read the history | had given. He placed the

child on a long table and was going to exam ne her, but she scooted down to

the other end. She did not want himto touch her. She was extrenely hyper-
active. After a fewmnutes, and | can't over-enphasize the shortness of the
time, he turned to ny husband and said, "Your child is feeble-mnded." That

was the worst shock we could possibly have had. M/ husband attenpted to speak
but the words did not cone out; and after a while in a very -shaky voi ce, he
asked the doctor a question to this effect: "Are the synptonms of feeble-

m ndedness simlar to the synmptons of deafness?" The answer: "Possibly so."
And then the neurologist said to ny husband that we would be ready to insti-
tutionalize her in about a year's tine. There are no worse words for a parent
to hear. W dressed our child, wal ked down the long corridor alone, drove hone
saying very little. Qur world had dropped out from under us.

For several days we could not relate our experience to anyone. Final-
ly, one day ny husband left his office and wal ked over to our famly doctor—
the one who had delivered our daughter. He had never talked to us about our
child. He had not made the referrals, you renenber. In attenpting to relate
our experiences and the results of the diagnosis, mny husband conpl etely broke
down. The famly doctor's remark was, "l never dreaned that this was the case."

However, another doctor friend of ours in another town found it diffi-
cult to accept the diagnosis and nade arrangenments for us to visit a fine
audiologist in the city, because he felt she was deaf. This audiol ogist was
in private practice. W were greeted nost cordially upon our arrival. W told
our story conpletely again. He suggested that we |eave Royce Ann with himend

the nurses while we went out for awhile. W were away an hour and a half while



they were testing end observing our daughter. Upon our return, he told us that
he disagreed with the others because he felt that the handicappi ng factor was

deaf ness. He had sonme explanation for the poor coordination. He told us that
our problemwas an educational one and stated that if he had a deaf daughter

he would leave a small town and get to a city where there would be educati onal

facilities. This remark we never forgot as you will discover later.

W read nuch about deafness. W cane upon an article witten about
aphasia. Aphasia seened to us to fit our daughter. W learned that a school
in a far away city had a departnent where these aphasic children were being
taught. W decided to go there. Royce was given a psychological test of a
non-verbal type. In our interview, we were told that the test results were
not too good, but that at this tine, it did not look |like a hopel ess case.

They felt sure there had been sone brain danage but stated that the only way

one knew how nuch was to start on a definite educational program It was de-
termned that | should go down to the school with Royce Ann for a few weeks
and that | should take sone training to teach her. After doing this and teach-

ing her for several weeks at home, everyone felt encouraged with Royce Ann's
acconpl i shrent s.

Rermenbering the audiol ogist's statenment, ny husband felt that we should
get located in a city. Eventually, we were located in M nneapolis, and at four
and one-half years of age, Royce Ann was enrolled in the Louis Agassiz School
for the Deaf. She had passed the tests for adnmittance here. Fromthe very
first day on through the weeks and nonths, she made a very poor adjustnent.

She was extrenely upsetting to school room and acted entirely different than
anyone el se the teachers had. There were things she could do. She could take

a word and match it with the picture if she were not crying or scream ng.



The principal suggested to us, at the close of the first year, that we
go to the University for a conplete diagnosis. This we were glad to do. At
the end of a four or five-day stay in the hospital, we had an interviewwth
the doctor. W were told that she was perhaps deaf but that she did have a |ow
IQ and was a retarded child. By this tine ny husband had reached the place
where he neither believed nor disbelieved a diagnosis. In our owm m nd, we had
to prove that she was a retarded child. W fully recognized that she did not
do the things she should, but she did not fit into our prior concept of a men-
tally defective child.

Royce Ann went back to school the second year. Her behavior was not
improved. In fact as the nonths passed, her adjustment becanme worse. She was
studied by the Child Study Department in our public schools. Before the begin-
ning of the third year of school, we were asked to wi thdraw her because the
school people felt that she was not gaining any help from school, and she was
a hindrance to the other pupils.

Then several people offered suggestions of people we mght go for help.
Cur mnister asked us to take our daughter to a personal friend of his. This
doctor became interested in Royce Ann and decided that he would like to have a
team of doctorsstudy her for awhile. The audiologist in his doctor teamwas
firmin his belief that she was not a brain-injured child as such, but that the
handi cappi ng factor was deafness. The team decided that our daughter could
benefit from individual instruction, hoping later to make the adjustment in
group. They secured for us a wonderful teacher of the deaf who for one year
gave her private |essons. I was to carry on these lessons during the inter-
veni ng days. The teacher was extrenely satisfied with the progress Royce Ann
made and sent a report to the school adm nistration

In the nmeantime, ny husband and | were readi ng whatever we could find

on brain-injured children, on retardation, and on deafness. W could easily



find evidences — alnost daily evidences of brain-injury. | should say evidences
of behavior which is characteristic of the brain-injured child. She learned to
recogni ze words very readily, but | discovered it was a rote type of |earning
There was much hyperactivity; there was inpulsiveness; there was much uneven-
ness in devel opnent; there was non-conformty; perseveration; catastrophic re-
actions alnost every day. It seened that every day she was growi ng farther

away froma nornal child.

Then the public school people phoned and suggested that we enroll her
again which we did. The first month of school went fine, but as school pro-
gressed, the pressures and tensions nounted, and soon the catastrophic reactions
occurred again in the school room At the end of the first semester, we wth-
drew her from school at the request of the school

Again we sought the advice of the team of doctors. She was again test-
ed. This time they gave us sone very direct counseling. They rem nded us that
ten years had passed and that all our efforts to keep her in group situations
had failed. They pointed out the possible effects,of having her continue in
the hone, upon the other children. They recomended state conmtment and plac-
ing her in Ownatonna, a state school for those with 1Q from50 to 80. This was
the procedure and decision we had fought against for ten years; but three nonths
later, she was conmitted to the state and in a few nonths placed in school in
Owat onna. The school situation again was too rmuch pressure for her to with-
stand, and the psychonotor disorders were nore extrene. She was transferred
to the State Hospital in Faribault where she has now been for about three
years. She has gradually becone quite happily adjusted, and the catastrophic
di sturbances are much less frequent. W see her every two weeks. She is happy
to see us, but she is just as happy to go back to her friends, the first friends

she has ever had.



I think it is evident to everyone that the shopping around indicates
that we did not attack the problemin an intelligent manner. However, the very
fact that there was an unevenness of devel opment and that there were differing
and conflicting diagnoses were possible factors that encouraged us to continue
our search. You will note that in the early days, we had no counseling. W
had di agnosis, but not until we cane to the audiol ogist did we have counseling

and that was "I'd move." Qur famly physician was a very fine man; but if he
recogni zed any difficulty, he sonmehow found it inpossible to talk to us about
it. He was a personal friend of ours, and he knew that | was worried about our
daught er.

After the diagnosis, parents need to have an opportunity to sit down
with the doctor and talk about their child. W recognize that tine is limted
with the busy doctor; and yet perhaps it doesn't take too much tine to be some-
what warm and understandi ng. Such an attitude end personality on the part of
the doctor can ease the parent's suffering a bit. Parents need to be told
where they can go for further help. They need educational information. They
need all sort of referrals to agencies, individuals, and parent groups. It is
desirable in nost cases for a parent to be referred to another parent who has
al ready net some of these problens and learned to live with them Care mnust be
taken that the experienced parent is one who is reasonably intelligent, has nade
a reasonable adjustnent, and who is reasonably socially mature and stable.

The mental health of the entire famly is at stake. Perhaps the doctor
is the only one who can observe this and can sonmehow save a lot of enotional
stress and strain within the famly.

W would like to say that we are very happy with the interest that has
been shown in this area by the doctors in the field of mental retardation. W

would like to encourage you to continue your study.



Dr. Jensen:

Thank you very nmuch, M's. Monson.

Qur next speaker is M. John Halahan. M. Halahan is heed of the
Di vision of Research at General MIIls. H's story may be a bit unusual. As you
woul d expect of any researcher, he has kept running notes, particularly of his
own reactions since he was first aware of his son's deficiency. In our confer-
ence the other day, he was encouraged to give us the benefit of these record-
ings. You will find theminteresting, since he will indicate that the passing
of tine does bring changes in parents, particularly as they relate to change in
feelings and attitudes. As with so many parents who have worked through their
difficulties, they make very real contributions in other ways. Being trained
in research met hods, M. Hal ahan has nade a nost conprehensive survey of the
mentally retarded which is nost useful for planning purposes in our state. W're

glad that you're here, M. Hal ahan,

M. Hal ahan:

It is a pleasure, as ny two dear friends have indicated, for us to be
here to speak before you. One of the bonuses that comes with having a retarded
child is that you get into the parents novenment as the three of us have, and
then nmeet so many splendid people. W often say in jest that unless people have
retarded children, we aren't interested in associating with them CQur involve-
ment in the parents' novenment has been so conplete that by now our friends,
both social and extra-curricular wi se, invariably are other parents. W have
had vacations together. W go over to each other's houses frequently. Perhaps

the greatest single factor accounting for the adjustment which Dr. Jensen says

that we three have nade is the association we parents have with each other. In
mar ket research we have what we call assets and liability studies. There are,
no doubt, many liabilities attendant to having a retarded child; but if you

look at it in the right way, there are assets to be had also. One thing we



would like to urge you doctors to do and that is to encourage parents to associ -
ate with each other so that they may gain these trenendous benefits. Parents

need to get out and find that they aren't alone and that there are lots of other

people in the sane boat.

Now to talk about ny child, Peter. Many of the things |I wll tell you

have been abstracted fromnotes that | started keeping soon after Peter was born.

The inmpressions | will give you are those | had at the time the notes were writ-
ten. These inpressions and ideas were not laid down as inpassionately or as
judiciously as | mght state themtoday. But for your purpose, |

bel i eve you

want exanples of how patients feel during the critical tines, not sonme thirteen

years or so later.

Qur child is nowthirteen years old. He was born in Akron, Ohio, where
we were living at the time. At that time all of the girls in our circle of
young married couples were having babies. The girls would get together and dis-
cuss this obstetrician and that obstetrician, and finally as a matter of sift-
ing through the evidence they generally gravitated towards one fellow, a Dr. C

who was regarded as the leading specialist in Akron at the time. His practice

was quite vigorous, to say the least. He was delivering about 125 babies a
month. The girls raved about hi m because he was brusk and tough with them and
stood for no nonsense. W fellows were essentially neurtral about this, feel-

ing that what happened from now on was strictly a natter between the doctor and

the girls.

Qur son canme into the world rather reluctantly after a 36-hour period

of labor. Fromthe very beginning, he seemed to be a pretty baby, well-forned,

and nicely colored. On the fourth day after the delivery, | asked ny wife if
she had ever seen the baby with his eyes open, | hadn't. She said that she had
and assured ne that all was well. She nentioned, alnost as an afterthought,

that his eyes were a little cloudy. But that was nothing to worry about. New



babi es are like that sonmetimes, but it clears up in a fewdays. So | let the
matter drop too.

M/ wi fe was due home on the tenth day. On the ninth day, when | cane
in to see her, she burst into tears and told me that Dr. C and an eye speci al -
ist had been in to see her. The eye man had told her that sonething was w ong
with Peter's eyes. Just what, he couldn't say for sure, but indicated sonething
about congenital opacity of the cornea. | gave ny wife what confort | could and
then hurried to call Dr. C since she told ne that he wanted to talk to ne.

VWen | reached himon the phone, | said, "Hello, Dr. C This is M. Hal ahan.

| understand you're concerned about Peter's eyes." "You're dam right |I'm con-
cerned about him" said Dr.C., with the style that the girls thought so highly
of. "You've got sonething to worry about, but | want you to get one thing
straight. It's not ny fault. The delivery was perfectly normal, and the condi -

tion has nothing to dowith what | did."'

Al t hough having heard about the man for the last seven nmonths, | had
never seen himor talked to him And now, here he was, in ny nost critical
noment, on the defensive absolving hinself of a blame J had no intention of
casting on his shoul ders, seenmingly oblivious to the vital probl em —nmy baby's

eyes. His lack of tact and consideration brought out the same in me.

"Listen, Doctor." | said, bristling imediately, "I'mnot the least bit
concerned about whether Peter's eyes are your fault or not. Al | want to know
is what the trouble is and what can be done about it." "Wll," said the Doctor,
"l suggest you stick with the eye specialist. He's the best eye doctor in town.
| called himon the case right away as soon as | spotted the trouble. He'll
tell you all about it- Keep me infornmed. I'd be interested in hearing about
the case." "Like hell you wll,” | thought and hung up w thout answering him

W paid his "bill and that's the last we ever had to do with him



W then put the child in the hands of a pediatrician who kept the child
heal t hy and who was concerned about the eye condition. He tried a little nedica-
tion for them but generally felt that the condition was beyond his power to
cure, and, indeed, it was. The eye doctor in the nmeanwhile kept observing the
child, feeling that this was the wisest thing to do. He did give us sone rather
good counseling, and according to ny old notes, he said this, 'There is no hur-

ry about treating this eye condition. Mther Nature is the best doctor for fit.

Al | can do is observe what Mother Nature is doing. Sonetinme, however, when you
go, back home to M nneapolis, | want you to take Peter to another eye man, but
when you do | want you to go to a top man. | insist upon it. | amthe only

doctor In Akron who has earned his living exclusively off eye cases for the

lest thirty years, end | don't want ny opinions kicked around by just any doc-
tor you might go to." (Apparently the medical profession doesn't show the same
high regard for all their fellows as they publicly claimto.) "Once you have

seen this other specialist, please accept our opinions and don't spend a lot of
time and noney chasing all over the United States trying to find someone who
can help Peter. In my opinion, nature is the only doctor who can do Peter any
good.

Thi s advice was good and sound and essentially we followed it. This
doctor, however, never did give us a conplete description of Peter's condition

On our next trip back to M nneapolis, we took the child to Dr. Bu. in
St. Paul. Or. Bu. looked at Peter, nuch as the Akron eye doctor did, and then
said he couldn't tell wus much without taking the child to a hospital, anestheti-
zing him and observing the child when quiet. This was done. Dr. Bu. then took
us into his office and explained to us exactly the whole problem He rendered
the explanation clear by drawing us a sketch of the eye and then pointing out
the parts that were congenitally malforned. He also outlined the possible opera-

tions that might be perfornmed, the risks involved, and the poor chance of the



operations doing any good. Wthout saying so, he actually advised us agai nst
any operations, and fromthat tine on we never considered any.

On returning to Akron this information was passed along to the eye
speci al i st,who oddly enough seemed a little mffed. He had told us to seek out
an expert, and yet on hearing our report nade, the rather odd comrent, "Well,
| could have told you all that too if | had taken himto a hospital and did all

of that!"

Wien the child was sixteen nonths old, we noved to Princeton, New Jer-
sey, as part of my Navy training. Dr. Bu. had urged us if ever we were near
Phi | adel phia to take Peter to a colleague of his there. This we did. It involv-
ed the sane hectic trip situation that Mrs. Mnson has just described. Upon
arrival we were ushered into the doctor's office. He spent about five mnutes
| ooking at Peter, checking his eyes, his hearing, and his reactions. He told us
nothing. W then took the three-hour trip back to Princeton. Sonetime |ater we
heard fromhimin the formof an invoice. W paid it and never heard anything
nore fromhimeither. Again ny notes state that Peter was probably regarded as

a rather interesting specinmen to be exhibited to as many nedical nmen as we could

be persuaded to visit. However, | kept bearing in mnd the advice of the Akron
doctor stating, "lIt's no use going all over the United States hoping for a cure.
It probably won't do any good." So we were disinclined at that point to do any

further searching.

The Navy then sent me to Boston to conplete ny radar training. W were
put in the hands of another pediatrician. M wife took Peter to himat his re-
guest every two weeks over a four-nonth period. Peter was then nineteen nonths
old. This pediatrician never nentioned the possibility of retardation during
these visits. M wife and | suspected, however, that something was wrong, end
we discussed it often anong ourselves and nentioned our concern to the pedi -
atrician. At the time we knew nothing, absolutely nothing, about retardation;

the word, the term nol ogy, anything about it. W just felt that Peter wasn't



coming along as fast as other children we had noticed. The pediatrician' s ex-
am nations were casual,and he seened to confine his activities to watching the
child' s diet and general health. Finally, at our urging, he did nmake arrange-
ments to have the child taken to Boston's Children's Hospital for three days for
observation. The pediatrician reported back that the findings were inconclusive
and didn't indicate lack of normal devel oprent one way or the other. True,
Peter was developing nore slowy then normal, but this condition could be due to
the handicap of poor vision.

During the last visit to the pediatrician which ny wife made al one with

Peter, she told the doctor that | was being transferred overseas and that she
was returning to M nneapolis. The doctor then opened up in a rather sharp and
deci si ve fashion. He told ny wife that Peter was low in mentality, that he
woul d never develop normally. He advised her to stop chasing around to doctors
and expecting anything nuch from Peter. She came home greatly distressed, some -
what disinclined to accept the advice. An interesting point here. Peter had a
profusion of pretty auburn curly hair, and she rushed out of the doctor's office
to take himto a barber shop and had all the curls cut off. Gving hima butch
hai rcut sonehow made her feel better. Then she cane hone and reported what the
doctor had told her. After his report had sunk in awhile, we both were inclined
to accept it as being essentially correct. His overall evaluation coincided
quite well with what we had observed about Peter's slow developnent. Again in
ny notes | wote that it now seened-obvious that the doctor had suspected nenta
retardation from the very beginning. W felt that he should have told us sooner,
at sone point towards the beginning or the mddle of our visits. But instead
he told us at the last hour. Had he told us sooner, we would have been spared a
great deal of inconvenience. | realize now that he probably had ny wi fe com ng
back every two weeks in order to check out whet he was suspecting. This was

0.k., but he certainly should have taken nmore tine and been nore tactful when



he finally told her the bad news. The fact that he told her only when he knew
we were about to leave town the next day indicated to us some reluctance on his
part to discuss the matter.

We returned to M nneapolis and fromthere I went overseas. M wfe
then had Dr. Be. as our pediatrician. Dr. Be. is a good friend of ours. He
went along pretty much with the nental retardation evaluation, but to make sure
Dr. Be. had ny wife go and see Dr. Jensen. Dr. Jensen placed Peter in Univer-
sity. Hospitals for observation, and then told ny wife that he, too, thought
Peter was mentally retarded. He, however, didn't let it go at that. He prac-
ticed what Dr. Tarjan was preaching before you today. Dr. Jensen gave ny wife
a long explanation as to what nental retardation was, what it neant, and what
m ght be our various alternatives for handling Peter's case. He also wote ne
a long letter telling nme nuch the sane thing. His final advice was that ny wife
need do nothing until | returned hone fromthe war. He felt there was no need
for her to rush into anything before then

VWen | returned to M nneapolis, we gain went over to see him This
time he also had a psychol ogi st give Peter an intelligence test. - This esta-
blished Peter's 1Q at around 30. Dr. Jensen again explained to what extent
Peter mght devel op, what nental retardation was, and what we m ght look for-
ward to. He told us about the state institution in Faribault, urged us to go
down there sometinme and look the place over. He explained what comm tnment pro-
ceedings were all about. At the tinme we weren't even aware that there was such
a thing. He told us how to undertake the conmtnent action by working through
the Hennepin County Welfare Board. He said we should l|ook upon commtment as
an insurance policy — if anything happened to either of us that we would be
assured at least of Peter's future because the state would be responsible for
him Until such time as we actually wanted to put Peter in an institution, there

woul d be no obligation for us to do so.



W felt then, and we still do, that Dr. Jensen did an excellent job
for us. He told us what was wong with Peter; he explained what nmental re-
tardation was; he told us what was done with nmentally retarded people in our
own comunity; he suggested a plan of action that we mght follow He was kind,
consi derate, and understanding with us. W never felt at any point that we were
under any pressure to get out of his office or that we weren't welconme to cone
back again to talk about the problemas long as we wanted to. Wen we left his
office for the last time, we felt for the first time since Peter's birth as
t hough we knew what we were up against, end what we had to do to cope with our
probl ens.

A period of three years elapsed fromthis time until the tine when
we actually placed Peter in an institution. During the three-year period, we
had anple time to confirmDr. Jensen's evaluation of the child.

After leaving Dr. Jensen's office, and with his explanations still
fresh in our m nds, we then proceeded, post haste, as it were, to find out all
we could about mental retardation. W joined the parents' group and becane
active in the affairs of the organization. This put us in touch with the pro-
fessionals in this area who were working with the nentally retarded. W |earn-
ed much fromthem W also asked around for books on the subject. | spent
several days at the Public library going through everything they had on the sub-
ject. | also joined the American Association on Mental Deficiency and subscrib-
ed to their publication, "The American Journal of Mental Deficiency."

During this same period, another of our parent nmenbers, Ms. d adys
Bi erne, a graduate librarian, undertook to conpile a bibliography on "Mental
Retardation," slanted to the viewpoint of parents. MARC m neographed this
bi bl i ography and sent a copy to everyone of its nenbers. The national parents’

group, NARC (National Association for Retarded Children) has subsequently taken



over this project and now has printed the bibliography. Copies can be obtained
from them

Looki ng back now, on all of the reading | have done, | would say that
the follow ng books were of the greatest help to ne:

"Mental Deficiency" by Tredgold; published in London by Bailliere,
Ti ndal I, and Cox

"Vocational Rehabilitation of the Mentally Retarded" edited by Dr.
Sal vitore DeM chael ; published by the Federal Security Agency,
Rehabi litation Service, Series No. 123, U. S. CGovernnent Print-
ing OFfice; 1950.

"The Biology of Mental Defect" by Dr. L.S. Penrose; published by
Si dgwi ck and Jackson, Ltd., London, 1949.

Per haps the best speech | ever heard on the subject was one given by
Dr. Abraham Levi nson at the NARC convention in Gand Rapids, Mchigan, in 1951.
Dr. Levinson devel oped the doctor-parent relationship in great detail, and gave
excel l ent advice which both parents and physicians would do well to follow to
their mutual advantage. Dr. Levinson has since published a book, which I haven't
read, but which probably contains this good advice and nore.

"The Mentally Retarded Child" by Dr. Abraham Levi nson; published
by John Day Conpany; 1952.

Looki ng back now at nmy own experiences and having listened to many
other parents relate theirs, these things stand out:

First of all, we parents do not take kindly to doctors who are brusk,
short, and unsympathetic with us. W feel quite strongly, as Dr. Tarjan has
just told you, that a doctor's obligation doesn't stop with the eval uation of
the child. It really begins at that point.

Secondly, we are puzzled and resentful of doctors who told us nothing
or withheld information from us. In our vanity, perhaps we feel that those of
us who possess sonme degree of intelligence can be told things without going to
pi eces over the information, or using it subsequently in a very inprudent

f ashi on.



Thirdly, we feel that doctors ought to explain something about mental
retardation to the parents, so that the parent can begin to follow through and
acquire the additional help and information he will need. (Cbviously the nore
the doctors can tell parents about resources and conditions in his own comun-
ity, the easier it will be for the parents.

In view of what | now know about nental retardation, it seens that
ny wife and I went dowmn a long, long trail before we finally came to the end
of it. The Monsons went down an even |onger one. The @undersons are still
mar chi ng down theirs.

| realize now, as ny friend Dr. Be. has told me, that a doctor has
to be very sure of his evaluation before he can break the news to the parents,

If a doctor has to nake m stakes, Dr. Be. feels they should be made on the

side of caution. | fully agree with himon this.
However, | still feel, that if we had to go through our problem all
over again, | would went to get to soneone like Doctors Be. and Jensen a lot

sooner than we did.



MENTAL DEFI Cl ENCY AND MENTAL HEALTH

Reynold A. Jensen, M D.

It may seemunusual to discuss the subject of "Mental Deficiency and
Mental Health," since the question may arise, "is there any relationship between
these two large areas of nedical practice?"

Careful inspection does substantiate a close relationship. First and
foremost is the large number of persons involved. Dr. Tarjan ably pointed out
this norning that the nentally retarded popul ation constitutes the largest single
group of individuals in nedical practice. Yet, until recently, it has not been
acoorded its rightful place in nmedical practice. The reasons for this are many
and, no doubt, some of these will be clarified for each of us before these ses-
sions are over.

Because many of us have been unm ndful of the mentally retarded for too
long, there is a general lack of understanding of the many unmet needs in this
large group. Hence little has been done in the way of medical planning for their
care and management. This in itself carries with it nmental health inplications.
Ret ar ded persons are human bei ngs whose basic needs nust be reasonably nmet if
they are to be assured of a chance to live as satisfying end happy a life as
possi bl e.

But there is a much closer relationship between these two fields than
mere nunbers. Each mentally retarded person belongs to a famly. The influence
of such a child in the famly can be very threatening as was pointed out by the
parents who met with us this norning. The nany concerns, anxieties, tensions, end
frustrations which too often are associated with nental deficiency influence the
stabilty and often the integrity of the home and famly. The desperate struggle

whi ch many parents encounter in their efforts to find help in the resolution of



their dilemma further conplicates the situation. Many parents, striving for
assi stance, practically deplete their econonic resources to find help and that
too adds further tensions.

But nost inportant is the persistent agony which parents of nentally
retarded children experience unless they are fortunate in finding help in the
under standing of their child and in resolving the nany probl ems associ ated
with his deficiency. It is in this area that a close relationship exists be-
tween "Mental Deficiency and Mental Health." Hel ping parents understand the
basic difficulty which their child presents, what its probable explanation my
be, what can be expected for the future, and what possible plans should be con-
sidered in the interests of all, does nuch to restore end conserve their "peace
of mi nd" and hence mental health.

It is in this area we can do a great deal to pronote mental health of
parents and their children.

To be effective requires an understandi ng of what we as physicians can
do when a child is nentally retarded. At the present state of our know edge,
there is little that can be done to correct the child' s basic deficiency. This
we rmust accept for it | will reduce our own feelings of uneasiness. W can do
somet hi ng, however, and that is to help parents accept the child' s deficiency,
and we can help them deal nmore effectively with their frustrations, doubts, and
uncertainties. It is in this area that much can be done to enhance the nenta

health of parents and their children

Parents with retarded children are anxious. It is seldomthat they
recogni ze the sources of their anxiety. It was inplied this morning by Dr.
Tarjan and in the presentations made by the parents. In brief, it stems from
the dreaded-question, "If 1've brought a defective child into the world, what's

wrong with ne?" It does seemevery human being has a notion of perfection



Anyt hing which tends to jeopardize that notion creates tension. In illustra-
tion, | renmenber a nedical student who nearly went into a tailspin when, on
his first chest x-ray, it was noted he had a congenital anomaly involving the
union of one or two of his ribs with the sternum R diculous, to be sure, but
it illustrates the point. Second is the dreaded question, "Wat are other

peopl e going to think about us and our child?" This involves, of course, rela-

tives, friends, and neighbors. The third source of tension stens from the
dreaded question, "If | have a defective child, what is it that | have done
that | should be so puni shed? There is often an unconscious effort to relate

the birth of a retarded child with an unrelated incident which may be nmany
years in the background." If we recognize sone of these sources, and there
are others, we are in a strategic position to help parents handle their dil -
enma .

Wth this as an introduction, | should like to offer a few suggestions
which may be helpful. To do this requires that we clearly define our roles
and responsibilities and develop our skills and techniques in dealing with
parents. It is acknow edged that one such as nyself, who sees parents and
children as a consultant, may function differently fromone in everyday prac-
tice. However, some of the lessons distilled out of many years of trial and
error may be useful to each of us.

What is our primary task? Since it has been ny observation that nost
parents, particularly nmothers, know intuitively that sonething is wong with
their child, what they want most is confirmation of their doubts. Wat is
wrong? Wat is the cause? Wat can be done about it? These and nany ot her
concerns ere uppernmost in the minds of nost discerning parents. True there are
sone parents who, when the child is young, may not yet be mindful of their child's
defi ci ency. In such cases it is possible to raise a question now and then

concerning the child s growth. But here, too, it is well to wait until the



parents thensel ves express concern

It is essential to assure parents of our interest in their child and
their questions or concerns. This requires patience and a willingness to de-
vote the necessary time to determine the child s potential and to answer, to
the best of our ability, the many questions parents have. Too often what is
obvious to us is not to the parents. W handicap our efforts when we are too
direct in expressing an opinion and not followi ng through with full expl ana-
tion. Each parent this nmorning nentioned their disappointment in this regard.

W can strive for thoroughness in the study of each situation. In no
problem is careful detailed history so essential. Careful physical study is
also indicated with particular attention being accorded to the child' s hearing.
And if, after we have done our best, nost parents will welconme the suggestion
of consul tation.

W can be helpful by disciplining ourselves in the choice of our words

and the manner of presenting our findings and inpressions. It is helpful to
elimnate words such as "noron," "inbecile," or "idiot" substituting instead
such words as "nentally retarded,"” "slow developing child", or "backward child."

I n discussing possible plans of action, one never talks of "sending the child
away. This inplies a threatening kind of finality. One can suggest "placenment"
which carries a bit different connotation. It is possible to suggest in the
case of a severely retarded child that parents may wish "to take advantage of
the facilities which the state provides for a child who is unable to manage
successfully for hinself." It is a difficult exercise to train oneself in this
way —but it is rewarding.

Hel pful also is to differentiate and understand our responsibilities
end what those of the parents are. It is our responsibility to confirmtheir
doubts, to explain the factors responsible for it, and to suggest possible plans

of action for future planning. It is the parents' responsibility to nake the



final decision as to whether the child is to remain in the hone or is to be
pl aced. They will nake good decisions when we have hel ped them in understand-
ing the child s limtations.

In this connection, we could be nore accepting of the nother's intui-
tion concerning her child. And also we can be nore accepting of parents' re-
siliency. Difficult as it is parents do want to know and are capable of accept-
ing the reality of their situation when given tine and support. [f we wll
perfect our techniques in dealing synpathetically with themand their feel-
ings, a disagreeable task will be a bit easier and a bit nore confortable

Parents should be seen together when we discuss our findings and im
pressions. This is inmportant not only to prevent m sunderstandi ng when one
spouse tries to tell the other what the doctor said, but also to help parents
in comng to grips with their conmon problem By seeing parents together, we
do help them strengthen their interpersonal relationships in many instances

The realization that, in noments of doubt, they can call on us is Ilike-
wi se helpful. As they and we work together in the resolution of their troubles,
they learn what they can expect of us and we of them

One more thought. Recognizing the threat which a nentally retarded
child has to many parents, they often become angry at us. Not one of us enjoys
havi ng anyone angry with us. It may, however, be inportant for parents. W
can avoid conplications by accepting this as an essential part of the process
and by trying not to be too nmuch threatened by it. At tines this is difficult.

As was nmentioned earlier, parents welconme the encouragenment to associ-
ate thenselves with other parents who have faced simlar problenms. By our know
| edge of parents who have retarded children or of parent organizations such as
the Association for the Mentally Retarded, we can introduce themto other

sources of help and support.



At Dbest, trying to help parents with a retarded child is a difficult
task. However, if with patience and understanding we can help them in their
dilemma, we can do a great deal to preserve their mental health and the sta-

bility of the fanmily.



MEDI CAL  CUNSELLI NG AND GENETI CS

Shel don A. Reed, M D.

The Dight Institute, as Dr. Jensen said, was established by a forner
physician of this city who had great intellectual brilliance. He was far ahead
of the thought of his tines, and many of the concepts that we accept today as
being ordinary public health facts he understood at a time when they were still
general |y unknown. He realized at once, as soon as the Mendelian laws of here-
dity were discovered, that they were inportant to people, to the extent that
their lives were determined by their heredity.

Dr. Dight realized that people who had problems concerned with their
heredity would want to know the answers. They always had wanted to know the
answers. They had asked their friends and enem es for answers to these ques-
tions, and if the friends and enenies had no information, they still probably
gave answers, so what we hope to do is upgrade the kind of over-the-fence
answer that you get, so that it's a little closer to what has been established
scientifically. So Dr. Dight stipulated in his will that a center be establish
ed where people could cone to get information about heredity, to find out what
was known. Also, research was to be done in the field of human heredity and
sone course work was to be presented. Hi s stipulations have been fulfilled to
the best of our ability, with the rather limted funds which we have.

For the formal part of the talk, | wll commence by borrowing an old
story which you probably have heard before. But this story is inportant to our
consideration of what is to follow This story goes that on hearing about
Darwin's theory of evolution a lady cried, "Descended from the apes? M/ dear,
we will hope that it is not true. But if it is, let us pray that it may not

beconme generally known." To her it was terribly degrading to be related to an
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ape even if it was mllions of years ago. But the news did becone known, of
course, and nost people have grown reconciled to the idea that many mllions of
years ago they had primate ancestors who were not developed intellectually to
the state that we are today. Wether they had a little nore fur or a little
less isn't inportant. It's probably the intellectual difference between the
apes and us that nmkes the conmparison invidious. That is, we nay recognize the
fact that we are related to these early primate forms, but we still do not en-
joy this thought particularly. W recognize the biological continuity of the.
heredity with the changes that canme about as time went on, but we don't appre-
ciate that particularly. W have the sanme sort of thing in counseling in human
genetics. People are not anxious to acknow edge all of their heredity. Some
parts of it they are interested in; for instance, everybody that can claimde-
scent from sone obscure passenger on the Mayfl ower points this cut with great
pride, but this obscure passenger who was not known to the world at that tine,
t heref ore, becones one of their inmportant ancestors whereas they neglect the
other three or four thousand ancestors that they had in that generation, some
of whomm ght have been nuch better known as witches or pirates or other notor-
ious characters of the time, who did not come over on the Mayflower.- But we are
not so interested in tracing our ancestry back to those individuals as we are
to those who cane over on the Mayflower, so | usually think of this m sconcep-
tion about the inportance of our various ancestors as the Muyfl ower nyth.
People point with pride then to traits which they assune they got from sonmebody
whom they look back to with interest and approval, and do not take nuch trouble
to acknow edge their relationship to some cut-throat or other ancestor they had
who wasn't generally socially acceptable. They tend to have sonewhat the same
idea about their heredity. They are willing to acknow edge heredity for types

of noses or eye colors or things which really have no fundanmental inportance.



Everybody has some kind of colored eyes and generally nost people are fairly
satisfied with their eye color, whereas they're not so interested in acknow
ledging the fact that they mght have inherited the gene for Huntington's
chorea, for instance. W find that in doing research on deleterious traits you
get pretty good information from the in-laws about the affected nenmbers of the
famly, but the blood relatives are not quite so free with the information.

Now why is that? It's obviously due to the fact that those who are likely to
get the trait deplore the situation and are not telling. They're not free
agents in this respect.

VW find that clients at the Dght Institute do not really wish to
learn that their problemhas a hereditary or genetic basis. For instance, they
want to be told that their albino child is just an exaggerated Scandi navian or
sone rationalization which takes off the sting of the fact that the al bino has
a tittle different heredity fromthat generally found in the popul ation. I f
you have a straightforward pedigree of say three generations of congenita
cataracts, you'll find that then the client wishes that the heredity be of the
recessive type rather then the dominant. They w 11 argue for this because they
feel that the chances of their children being affected are less if it's a re-
cessive in its heredity than if it is a domnant. So you see that the counsel -
or in genetics has a psychol ogical problemright away in that his clients really
do not want to accept the idea that heredity has sonething to do with the situ-
ation. And | mght say that my experience in general is that the people who
are the nost resistant to the idea of heredity probably are the parents of the
mental ly retarded. The social stigm which goes with mental retardation is
very considerable and they feel that if there is a genetic background for menta
retardation, it classifies themas being part of a Jukes or Kal akak type of

fam|y. It is a condition which they would deplore; they do not want to be a



part of such a famly and do not w sh to accept the idea, even if they actually
belong to a famly with many cases of retardation in it. | suppose that pro-
bably anmong physicians the group which find it hardest to accept the concept

of heredity —that is, the concept that the cells of the brain have sonething
to do with the person's acti ons—would be the psychiatrists, for two reasons;
first, that it is difficult to show an association between the cells of the
brain and the actions of the individual. The physiology of nental reactions

is still not at all well known. And secondly, because they mght think that

if genetic, there would be no way of curing a nental disease or nental retarda-
tion. That, of course, is not so. The acceptance of genetics does not decrease
at all the need for psychiatrists or other physicians who are curing theill
that the individual has. Wat the basis of the disease is, is inportant in

the diagnosis and the nethods of cure, but you still have to treat the patient

what ever caused his difficulty.

On the other hand, we occasionally cone in contact with sone rel a-
tives, perhaps some of the in-laws, who are very nuch in favor of genetics.
They really believe in it one thousand per cent. Now when you get such vig-
orous ent husi asm for genetics, it ought to be somewhat suspected. It may be that
their love of science in this case is nerely a canoufl aged weapon for internal
famly warfare. It may not have anything to do with the actual position of

science in their thinking.

Supposi ng that we accept the idea that the client in general does not
want to accept the idea of heredity being related to his problem what effect
does this have on the counselor? The person comes to see the counsel or and
tells himwhat the problemis, and the counselor naturally wants to make the
client feel at ease. He wants to nmake the client go away happy, and at the

sane time to inpart whatever information is necessary. So the geneticist will



try to find some way of relieving the client of the heredity aspects. In other
words, he wi 1l look for an environmental explanation of the abnormal child or
what ever it is that is bothering the couple who cane to see him The people
come entirely voluntarily. They are referred by their physician or have |earn-
ed about the Dight Institute through the newspapers or in some way or other, or
by talking with other people, so that we get a constant stream of people com ng
to the Dight institute. They want to talk about their problem but they don't,
certainly at first, want the suggestion that the situation is genetic. They
want to be told that it is environmental. And in many cases, of course, you
can do that —whi ch is a very fortunate situation.

In many cases, of course, we have a clear indication that there was
birth brain damage or sonmething of that sort and can immediately be helpful to
the client by pointing out that this is not genetic, that Wi smann showed sixty
years ago that nutilations of anything other than the gene itself would not be
passed on to the offspring. That is, you can circuntize for tw thousand years,
and still it has to be done over again in every generation. It has not become
hereditary; it has not in any way affected the germ cells. W can point out to
the couple that the problemis a result of an infection, if that happens to
have been the case, and that no repetition of their msfortune would be ex-
pected. W always try to get all the medical information that there is. Usu-
ally it comes with the referral; if it doesn't, we send themback for it if
there ever has been any, or nmake themgo get it if there hasn't been. Thus we
can help out by imrediately dismssing the idea of genetic transmission if it
seens clear that no genetics is involved. However, if it is doubtful as to
whet her genetics is involved or fairly certain, then we have a different situ-
ation. W have to have the conference cone to sone kind of a happy ending, but

wi thout denying the role of heredity. W have to bring in the educational



aspects. W don't tell thembrutally that they have transmitted a gene to their
child which is causing the difficulty, but we have to sonmehow or other inpart
that idea and let themknow what they have cone to ask, that is, what are the
chances that they will have another child with the same difficulty. Now we coul d,
of course, always tell themthat, "No, there is nothing hereditary about this.
Go and have a dozen children, and every last one of themw 11 be normal." How
ever, if you go too far in that direction, you may get into a very unfortunate
fix, because they may take your advice very literally and produce not a dozen
children, but enough so that you'll get a repetition of this seme abnormality,
and lightning having struck twice in the same way and in the sane place, they
will no longer consider you to be one of their friends. You should have told
themthe truth in the first place. Unfortunately, things like rubella and auto-
nobi | e accidents, do not occur a second tinme at exactly the right time to
account for the second abnormality. Now if the trait is a Mendelian one and the
chances of the repetition of the trait are one-half as it would be with a dom n-
ant showi ng good penetrance, or one-fourth for each subsequent child for a re-
cessive trait, there is a very strong probability that the clients will be back
with a second affected child, particularly if they carry out the pediatrically
approved spacing of a child every tw years. They will have enough children soon
to fulfill the Mendelian ratio with a second affected individual. Now it's ny
impression-that thirty or forty years ago there was a rather different attitude
than there is today about the reproduction of the famly after an abnormal child
has appeared, and | think that most of the literate famlies a generation ago
generally refrained from further reproduction after they had had an abnornma

chil d. I don't mean that all famlies did, but those who were educationally
advanced, | think, were worried about the reappearance of an affected child after

they had had one, and stopped having children at that point. Today the young



Ameri cans seemto have acc